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CHALLENGE,
ACCOMPLISHMENT AND NEED

This presentation was made by the President's Committee on Mental Retardation to
a plenary session of the National Association for Retarded Children's national meet-
ing, Portland, Oregon, October 19, 1967. Focus was on areas in which the Committee
made major recommendationsin itsfirst report to the President in August 1967.

INTRODUCTION

THOMAS TUCKER, M oder ator action is, among you people who represent

One of the roles of the President's Com-the citizen effort to help the mentally re-
mittee is that of a catalyst—to gather infor- tarded and prevent mental retardation. This
mation, to make recommendations, to spuris the context within which six members of
agencies to action. To actualy get the jobthe Committee and its executive director

JOHN W. GARDNER, Chairman:

done, however, we have to turn to where the

will talk with you this morning.

AN OVERVI EW- SERVI CES

FOR ALL RETARDED

PERSONS

ROBERT A. ALDRICH, M.D.

Constantine Doxiadis, a well known
city planner who livesin Athens, Greece, tells
the story of a dancer who returned to his
native country after traveling al over the
world and decided to make a tour of his
country's most famous temples. In the course
of the tour, he came one day to the most
magnificert of the temples. As the dancer
climbed the hundreds of steps leading to
the templ€e's top, he seemed to become in-
creasingly distressed. At the top of the stair-
case, he met a priest and said to him, "If
you will dig at the bottom of the staircase,
you will find that there are two more steps.”
They dug, and the two steps were there. Y ou
see, the master, the dancer, could fed the
rhvthm of the structure.

It takes a masterful touch to appreciate
the relationship between structure and func-
tion, and | would like to talk in this vein a
little bit about cities and the people who
live within them. Whitney Young (see
PCMR Message #7) has done such an ex-
cellent job of telling you about the people that
I will not go into as much detail as he did,
but I would like to bring out some aspects
of these human settlements that | think are
important.

The mentally retarded are people,
people who have been out of the mainstream
of human affairs, and they must be returned.
They are young and they are old. They are
white, or Hack, or red, or yellow, and, in
fact, dl of the intermediate shades of man on
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this planet. The processes that can create
mental retardation don't know politica
boundaries, nor do they recognize social
classes or economic achievement. In effect,
the mentally retarded are a segment or a
dice of our society that seems to cut through
al of the layers and the interrelationships, no
matter what culture or what nation we
examine.

The mentally retarded are born, as we all are, in
human settlements, and when | use the term "human
settlements,” | may be talking of the small village in the
rural area or a very large metropolitan complex, or
Importance of a smdl resdentia inditution, or a home, or
Environment an apartment. The mentally retarded are
then shaped and influenced by their parents and their
environment. There can be no doubt any longer that the
exposure to the environmental stimulation or lack of it deter-
mines whether or not a young infant or child, otherwise
biologicaly normal, will attain norma intellectual
capabilities.

In an age of technology suchaswe have
today, in which continuing learning is essen
tia, those who do not develop this capahility
cannot compete successfully for professiona
training, education and jobs.

New industries and professions are con-
stantly being created. Men and women who
are displaced from obsolescent industry as it
is phased out have to be reeducated with
additional skillsthat will permit them to enter
the work force of these new fields. There are
amost unlimited opportunities around, if
we will analyze the contemporary jobs and
professions, for those parts which can be
done aswell by less skilled people. Thus, the

strategy and many of the tactics necessary
for advancing the isolated and disadvantaged
anywhere are applicable to the mentaly
retarded.

The retarded must be identified early in
life and channeled through good environ
mental |earning experiences.

Now, let me return to my theme of
human settlements. Let us look for a moment
a the metropolitan complex, the cities of a
million or more people. What are their magjor
problems today? My list looks something
like this: congested transportation, polluted
air, danger, cars, crime, constricted freedom,
ugliness, crowding, and isolated pockets of
disadvantaged people. The mentally re-
tarded are one of the products of the ghetto
or poor areas. They are produced from
cultural deprivation as well as by hiological
circumstances, athough there are overlap-
ping factors contributing to both sets of
causes, such as poor housing, inadequate
nutrition, ignorance, disease, fractured fam-
ilies

The approach to resolving the problem
of either one is not the same. Those who
are culturally disadvantaged can be ad-
vanced through response to educational and
environmenta stimulation, while those who
are retarded from biologic causes will need
more, particularly the addition of medica
knowledge. | think there is some reason to
believe that the mentally retarded are an
important perpetuating cause of urban
ghettos. Thisis especially true of those in the
culturally disadvantaged group.

The Mayor of St. Louis reported re-
cently, "My office received from the St. Louis

"/ hope you will . . . become a walking spokesman for those under-
privileged—a walking spokesman for those who need attention, for those
who need help, and for those who need direction—a walking spokesman to
enlighten the other 200 million people in this country as to what good can

flow from efforts in this direction."

—PRESIDENT LYNDON B. JOHNSON, on receiving
the first PCMR Report, August 30, 1967




Evaluation Training Center a report pro-
viding a datistical survey of 1,300 clients
served by a one-week diagnogtic evauation
and a comprehensive manpower program
that is the pride of our business and welfare
community. Of these 1,300 unemployed who
were seeking employment, it was found that
75 percent have less than an eighth grade
literacy level; 88 percent have less than an
eighth grade computational level; and 62
percent scored less than 90 in an 1.Q. stand-
ardized test."

This interview is much longer and can
be found in the October 9 issue of U. S News
and World Report. Thereis a possibility that
it could serve as amode for agencies.

Obvioudy, St. Louis is looking at its
congtituency through the eyes of responsible
civic officids and leaders of the business and
commercial community. They are bringing
their ideas and their talents to those who need
help. They are facing disadvantaged men
and women with a positive approach based
on primary assessment of what capabilities
the unemployed have and followed by very
specific efforts that are known to produce
rehabilitation and re-entry into the work
force. Here is a method for reaching out into
the community and into the attack on
mental retardation in the poor areas. Govern
ment can exert leadership and provide some
very mportant resources, but the task re-
quires an enormous new input which must
come from commerce, from industry, and
from labor. It cannot come from anywhere
d=e

| believe that the link within the com-
munity between the mentally retarded and
these new forces—commerce, industry and
labor—can be brought about by such organi-
zations as NARC and its chapters who are
represented here.

Are we talking to ourselves too much?
To whom shall we communicate the message
of the mentaly retarded in the ghetto in their
plight? How many of us have been to the
ghetto to work and have returned to bring
others from our branches of society, so that
they can consider their place in the efforts to
improve the disadvantaged? Are we putting

this viewpoint across to our youthful idedlists
and activists in our universities and high
schools? In a few more years, these young
people will be the managers of society and
will have their opportunity to steer the pro-
gress of our civilizetion. Can we ignore them?

| want to recommend to them, then, if | may, that, in
our metropolitan cities there be established a functional
unit in every ghetto, representing the interests and the
'‘Ombudsman’ know-how of those who are concerned with
For Retarded the mentally retarded so that the mainstream
of our efforts as a nation to improve the lot of the
disadvantaged through some federal program such as the
anti-poverty program, the modd city program, and other
health, education and socia programs can incorporate the
needs of the mentally retarded and the means of preventing
menta retardation, whether it is from biologica causes or
from the environment itself.

Let these programs and the men and

women involved learn that the problems of
the ghettos, of the isolated and the disadvarn
taged, are the problems of the mentally re-
tarded, and that without a solution to the
latter, there will not be rea progress for al.
Here is a challenge for the volunteer and
the part-time worker. Here is an opportun-
ity for the three main areas of our nation—
for the universities and higher education,
government at al levels, and what is called
the private sector. These three together can
do thisjob in auniquely American fashion.

The rural community attracts less attertion than the
metropolitan these days. Nevertheless, the rura community
will continueto The Rural contain large numbers of people
who con- Contribution tribute to the national advancement
in varying unique ways. It might be interesting to some of
you to examine the history and background of many of the
great leaders of this nation from al waks of life. | was
particularly intrigued, in looking into the background and
early childhood of many of our captains of industry, that a
disproportionate number of these men and women came
from very small rura towns.

There is a message here, | think. Rural
areas are aso contiguous to metropolitan



Few Resources
Available

complexes. They are certainly going to be
involved in the solution of urban problems
through the available space there is in the
rurd area, and in the intermediate cities
between the rural areas and the larger
metropolitan towns. Mentdly retarded in-
dividuals are born in small towns, too. Re-
sources for their education and advancement
are limited in dmost every instance unless
there happens to be some kind of a residen
tid facility located nearby which has pro
fessional talent available. The precarious
nature of the health and education resources
in the rurd regions makes amost any handi-
cap a maor disaster to the family, and
mental retardation is certainly no exception.

I have known several outstanding busi-
ness and professional people who lived in
rural areas but moved away—at greet loss to
the town and the county—because the oppor-
tunities for their mentally retarded youngsters
were greater elsewhere—usudly in a much
larger community. It takes the loss of only
a few leaders of this sort to make a tremen-
dous difference in the viability of the very
small town, and their departure canin avery
real way contribute to the decline of a pre-
vioudy viable rurd community.

| would recommend that the large
national volunteer agencies, such as NARC,
take alook at the agricultural extension pro-
grams and how they are organized and how

they distribute their activities in the rural
areas. Is it mssible that we could include
more human elements in this type of mecha
nism? Is it possible that we can reach out to
the rura areas through this type of mecha-
nism and bring better resources for the men
taly retarded to the places where they are
born and where they live?

To summarize: The problem of mental
retardation in a rural area stems partly from
the form of the area's human settlements, and
| think that the time will come very soon
when our city planners, our architects and en
gineers will find it necessary to have know-
ledgeable people in the field of mental retar-
dation consulting with them and on the
boards of their national organizations.
Secondly, | think we should look to models
such as the agricultural extension services
for guidelines on how to reach rural areas.
In cities, we should look to commerce and
industry and the models that they have deve-
oped for reaching al people in the city. I'll
just mention milk distribution, utilities like
gas and telephone, eectricity; the grocery
chains are a fascinating model to study. We
have much to learn from this sector of our
vdey.

Findly, if we are going to improve the
quality of man, we must simultaneously
address oursalves to the quaity of human
Settlements.

THE PREVENTION OF MENTAL
RETARDATION: TODAY AND TOMORROW

MATHILDE KRIM, PH.D.

Preventing mentd retardation is some-
thing that we al ultimately want to achieve.

But there are severa difficulties in the
way of our doing this now.

Firg of al, mental retardation is by
definition inborn, or appears very early in
life. We must therefore find a way to deal
with it very soon after birth, at a time when
diagnosis is difficult; before birth; or perhaps
even before conception.

Secondly, mental retardation is not a

single pathologica condition. It has a variety
of known or suspected causes, both genetic
and environmental. They are often at work
a the same time, resulting in a wide variety
of manifestations which makes accurate
diagnosis difficult. Even after retardation has
set in, an infinite number of interactions
between the afflicted person, his family and
his totd environment modify the basic symp-
toms seen.

Thirdly, the basic causes of mental re-



tardation, in too many ingtances, till remain
unknown, and effective preventive measures
must await the identification of those causes.
Neverthdess, in some cases, causes are
known and prevention can already be
achieved by a variety of means, either by
preventing conception on the basis of genetic
counseling or by avoiding certain pathologi-
ca manifestations even if the basic defect
cannot be corrected.

Also, even when the precise causes are
not known, the fact that we are aware of cer-
tain aggravating factors, even if only one
among many, helps us to do something. |
am thinking here particularly of the large
number of mildly or moderately retarded
people, whose condition appears to be so
closely related to a deprived early childhood.
Although the case can be made (as it had
been by the English geneticist, Penrose) that
there is at work even here some genetic
factor—since many of the siblings of such
people raised under similar circumstances
do not become retarded, the fact remains
that under more favorable conditions of
socid interaction and intellectual stimulation,
they probably would not have become
retarded.

We can prevent such cases by remedying
the socio-economic structure, improving pre-
natal and post-natal health care, and early
childhood training. | said purposefully can
prevent and not could prevent because—
dthough we are till largdly ignorant of the
precise mechanism that produces this type of
retardation—we know quite well empirically
what are good conditions in which to con-
ceive and nurture a child. Prevention of such
retardation, then, will involve an all-out
effort by our society at large to upgrade the
socio-economic status of the deprived groups
within our population. This will require a
considerable and costly effort but will repay
us by an estimated 50 percent reduction in
the total cases of menta retardation.

A completely different type of approach
has to be applied to those cases of retardation
that involve an organic defect, an inborn
anomaly of genetic nature or a number of
other causes like trauma at birth, virus infec-

tion, poisoning, radiation, and the like.

The firgt cases to prevent, obvioudy, are
those caused by X-ray examinations during
pregnancy, dangerous chemicals and vac-
cine-preventable virus infections such as
meades

However, abnormalities of the chromo-
somes are the mgor single factor causing
wastage of life a birth and the largest single
factor causing inborn cases of mental retarda-
tion. We know also that one death in each
150 hirths, 25 percent of spontaneous abor-
tions during the first trimester of pregnancy,
10 percent of al institutionalized retarded,
50 percent of femae derility with primary
amenorrhea and 20 percent of male sterility
are due to chromosome defects.

We don't know at the moment how to
prevent the spontaneous occurrence of
chromosome abnormalities, but we can detect
a number of them with new techniques for
the study of human chromosomes developed
over the last 10 years. As little as a single
drop of blood is sufficient for obtaining divid-
ing cells whose chromosomes can be andyzed.
Among parents of mongoloid children, for
example, such analysis can distinguish be-
tween those who are unlikely to give birth
to a second mongoloid and those—much
more rare, fortunately—who are very likely
to produce more mongoloid offspring.
Chromosome analysis is also vauable in
many cases other than mongolism. It has
what we cal prognostic value, in that find
ings on the affected baby enable us to predict
quite accurately the future course of his
development and inborn potentialities.

Even more interesting, chromosome
analysis can now also be performed on the
cells found in a few drops of amniotic fluid
that can be safely collected from the womb of
a pregnant woman. This type of examina-
tion can predict quite accurately whether
the expected child will be norma or defec-
tive. Since such examination can be done at
10 to 12 weeks after conception, it could, if
personal ethics and law permitted, make it
possible to avoid the birth of a defective child
through therapeutic abortion.

However, whatever use society will

Chromosome
Analysis



decide to make of this p ossibility at the
present time, there is another way of using
amniotic fluid which will offer even more
interesting and promising possibilities in the

future.

Advances in biochemical analysis ap
plied to body fluids |like blood, urine, etc.,
have made it p ossible to separate and to
characterize, both qualitatively and quantita
tively, a number of compounds like amino
Test Costs acids, lipids and purine and pyrimidine
Are Low bases. Such tests can be done quite rapidly

and cheaply today, the cost for an amino
acid analysis on blood being now as low as
25 cents per sample. This has permitted the
large scale screening programs for phenyl
ketonuria, for example, that are now compul -
sory under the law in 39 states in this
country.

PKU is not the only anomaly that such tests can
detect. There are at least a dozen other metabolic
anomalies, most of them -, leading to severe
mental retardation, that we can now recognize very

early in life, even a few days after birth, at a time
when dam age to the nervous system has not yet
occurred or isminimal. Although these anom alies
are rare and most of them as yet poor -ly
understood, there is no doubt that in the
very near future our understanding of these
conditions as well as our capacity to detect
others will increase greatly. When we become
able to test for evidences of metabolic anom-
aly in the amniotic fluid, we will be able to
perform a pre-natal diagnosis.

Since, ultimately, all genetic anomalies,
whether point mutations or chromosomal
abnormalities, must perforce be translated

Possihilities into chemical terms, into some change of the
For the Future chemistry of the body, the day will undoubt -
edly come when we will recognize the subtle
biochemical similarities that exist between
organisms affected by the same accident in
their genetic make-up, whether gene muta-
tion or chromosomal anomaly. Once we
know the difference between the chemistry
and physiological processes of affected and
normal individuals, therapy can be devised,
either through special diet as is done now for
PKU, in order to avoid the accumulation of

a substance the body cannot metabolize, or
through replacing one or more possibly miss -
ing chemical factors. Once we are able to do
pre-natal diagnosis, we may also be able to
do pre-natal therapy.

Even better, and much more important,
in the future it might be possible completely
to avoid the birth of certain types of defec -
tive children by means of the following
methods: by obtaining what we may call a
"biochemical profile" of he althy individuals,
detecting those who are likely to give birth
to defectives and advising them on the choice
of their mates.

You may know that for every inherited
character, each of us carries two genetic
determinants, two genes: one coming from
our father, and the other one coming from
our mother. People who have a normal ap
pearance for a certain genetic character are
made of two kinds of people, really. There
are those who have two normal genes deter -
mining this characteristic, and there is a
minority of these people who carry one
mutated or abnormal gene, whose harmful
effect is not expressed because of the presence
of a second, normal gene. The people who
carry one normal and one abnormal gene,
but who look normal, are called heterozygous
for a certain character, or carriers of an
anomaly. These people include, for example,
the healthy -looking parents of the PKU
child. They have a child who by bad luck
happens to have received from each of his
parents their bad gene instead of the good
one.

Although PKU as a disease is a rare
phenomenon (it affects only one in 20,000
children), it can be calculated that as many
as one person out of every seventy is a car -
rier of one PKU gene. Since there are many
other diseases inherited in the same fashion,
it can also be calculated that every one of usis
the carrier—and we don't know it most of
the time—of anything from one to eight
abnormal mutated genes.

Now, there are very good reasons to
believe, on the basis of the latest develop -
ments in biochemical research, that carriers
of such mutated genes have certain subtle



peculiarities in their physiology that will soon
be detectable by more refined tests than those
available today, although even today we
have some indication that in certain cases
carriers can be recognized.

Establishing people's biochemical pro
file will therefore permit a precise evaluation
of the risks incurred in choosing a mate for
procreation, and both real prevention of
mental retardation could be achieved and/or
remedial therapeutic measures could be
started at birth and probably even before
that.

Provided that research goes on vigor-
oudy and automation is used to screen larger
numbers of people, al this is not Utopian.
These prospects are so well recognized by
scientists today that geneticists have aready
raised the question as to what impact such
advances will have on the genetic makeup of

the human species once the cruel but effec-
tive mechanisms of natural selection have
been bypassed by human ingenuity.

Will unfavorable genes, athough not
achieving full expression, accumulate in our
population? Will they reach an incidence
such as to finally be present in one hundred
percent of all individuals and make any
human couple a high-risk pair? This is pos-

sible, but only in the distant future.

But so far our technological and
scientific progress moves a a rate that is s0
much faster than human evolution, that—
provided we remain aware of the fact that
with every step forward we take a little more
of mankind's evolution in our own hands—
we can confidently work at achieving pre-
vention and meanwhile a giving everyone,
even the most afflicted, the fullest life pos-
gble

MENTAL RETARDATION AND THE LAW

ROBERT B. KUGEL, M.D.

In MR 67, the Committee's first report to

the President, one of the 10 items singled out
for special need had to do with the legal
status of the mentally retarded individual.
The International League of Societies for the
Mentally Handicapped at its Symposium in
Stockholm in 1967 stated as a general con-
cluson that "the services provided for
mentally retarded persons should in no way
segregate them from the rest of the com-
munity; for example, classes, workshops,
recreational facilities and living accommoda-
tions should be integrated, as far as possible
into those provided for other members of the
community." To what extent are there now
provisions to be certain that such a recom-
mendation can be carried out?

Apparently the legal aspects of mental
retardation do not capture our imagination
to the extent that some of the other facets do.
Kxciting advances in the biologica sciences
and the steady progress of educational
sarvices have al but eclipsed this more basic
concern.

Professor Richard C. Allen of the Insti-
tute of Law, Psychiatry and Criminology at
George Washington University is making a
study, as many of you know, concerning the
legal norms and practices applicable to the
mentally retarded. His studies and those of
the President's Committee on Menta Re-
tardation suggest several questions about
services for the retarded which | would like
to share with you at this time.

Do services protect when legal proceedngs
become routinized and when the decision-
makers lose sight of both the nature of the
services available and the needs of the
people to be served? Many individuas have
recognized that institutionalization and legal
incompetence are different though related in
concept. In some states, however, the law
declares that institutional commitment does
not of itself congtitute a finding of legal in-
competency. Y et, other statutes and hospi-
tal regulations prohibit all residents of the
institutions for the mentally retarded from
holding a driver'slicense, making a will,

Dr. Kugel
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marrying, executing a contract and from
having any right of management of property.
Do services protect if there are out-
moded physicd facilities and a lack of ade-
guate staff? All states have a greater need
for more community facilities to serve as
dternatives to residentia care, including day
care centers, sheltered workshops, recrea
tiona programs, job placements, group
boarding facilities, etc. In some residentia
ingtitutions there are no resident psychologists
and physicians, and consequently the clients
are never retested and reexamined. Voca
tional training has not been developed in
several states, and work assignments are
based more on ingtitutiona needs than on the
habilitation requirements of the clients.

Do services protect when important
decison-makers are ignorant of the services
or of their appropriate use? Many parents
are unaware of the alternatives available to
them in planning for their children's future.
Few parents have given any thought to mak-
ing provisions for their children when they
reach the age of their majority. Guardianship
is often not seen as an appropriate recourse.
The Task Force on Law recommended that
there be an outside guardian for every re-
tarded person involuntarily admitted to an
institution, to check on his treatment, care
and release possihilities; and yet this guardi-
anship arrangement rarely exists. In many
states there are many hundreds of inmates
in hospitals for the mentaly ill with the pri-
mary considerations of mental retardation.
Some seem to have been snt to these facili-
ties as a matter of administrative conveni-
ence and others out of ignorance.

Do services protect when they impose
coercive sanctions unnecessarily, or for
longer periods than required or when more
appropriate non-coercive measures are aval-
able? In some dtates certain services—for
example, specia education and vocationa
training—cannot be obtained without formal
commitment procedures. Another illustration
would be in the sterilization and eugenic
practices. Twenty-six of the states have
eugenic and sterilization laws, 23 of which
are compulsory laws.

Do services protect when the legd pro-
visions under which they may be rendered
are phrased in terms which, because of their
ambiguity or inappropriateness, make it
difficult to identify the categories of persons
digible to receive them? The most confus-
ing array of terms exists, including some
rubrics such as feeble-minded, backward, in-
ferior, dow learner, custodial, marginal de-
pendent, and trainable. These terms are not
defined in the statutes, and hence interpreta
tion becomes highly variable. Even such
terms as mentaly deficient or mentaly re-
tarded are not defined equally and are used
to imply different things in different parts of
the country.

Do services protect when custodid care,
because of its ease of application becomes a
treatment of choice over other protective
services more gppropriate to the needs of the
individual? Not only is institutiona place-
ment often used as a subgtitute for guardian
ship, in large part because of the inadequa-
cies of the laws, but it is sometimes used as
a kind of disposal for children with behav-
ioral problems. Despite a growing trend of
professional and lay thought that home lifeis
to be preferred to institutional care unless
gross physical aaomalies or an impossible
family situation makes ingtitutional care nec-
essary, there gill are a number of indtitutions
in the country which routinely accept chil-
dren under six years of age, and medical
staff members and key decision-makers to
the physicians recommend that al retarded
children be ingtitutionalized as soon as pos-
sible after birth.

Do services protect when they are re-
fered by a multiplicity of agencies with
ambiguoudly denned and overlapping juris-
diction? There are instances when reason-
able and effective help has not been forth-
coming not because of failure to recognize
need or even lack of facility, but because of
uncertainty as to which bureaucratic domain
has decision-making authority.

Do services protect when they do not re-
spect the dignity and worth of the individ-
ual? The Task Force on Law pointed out



that "every means should be sought to min-
imize the need for physical restraint and to
scrutinize its use” Mogt ingtitutions seem to
employ seclusion and other restraints as
means of protecting patients or controlling
their behavior, and in most indtitutions they
are applied humanely. In some, however,
discretion to employ them is given to un-
trained ward attendants, and that discretion
is often exercised less for the client's well-
being than for the comfort of the staff. In
some indtitutions, ward attendants have ob-
tained prescriptions for tranquilizing drugs
a one time or another for many of the clients
in their wards, and once obtained, these pre-
scriptions were refilled ad administered by
attendants with no medical control whatever.
Courtless and Brown in 1964 studied the
problems and treatment of retarded offend-
ers in pena and correctional institutions.
They found that about 9.5 percent of those
in pena institutions tad tested 1.Q. scores
below 70. As such, this problem as it relates
to our laws deserves some specia attention.
Certain questions were raised such as at what
point, if at all, was an attorney appointed to
represent the accused? Was a confession or
other statement to the police offered in
evidence? Was the issue of his competency
to stand trial raised? Was he referred for

examination? Was the defense of lack of
criminal responsibility asserted? Was there
a pre-sentence investigation? What were the
dispositional dternatives available to the
judge? And at what point, if at al, did
significant decison-making persons become
aware of the fact of the defendant's menta
retardation? These are al questions which
must be considered. Although the number
of defective ddinquent individuals may be
smal, the problem posed is great, and our
condderation of this group must not be over-
shadowed by large numbers.

Let me end with a statement from the
generd principles of the 1967 Stockholm
Symposium: "The mentally retarded person
has the same rights as other citizens of the
same country, same age, family status, work-
ing status, etc., unless a specific individua
determination has been made, by appropriate
procedures, that this exercise of some or all
such rights will place his own interests or
those of others in undue jeopardy. Among
the rights to which the genera principle may
apply are: the right to choose a place to live,
to engage in leisure time activities, to dispose
of property, to pressrve the physicd and
psychologicd integrity of his person, to vote,
to marry, to have children, and to be given a
fair trial for any aleged offense.”

THE INFORMATION CENTER

JOSEPH A. BEIRNE

The subject on which | report to you,
on behalf of the President's Committee, is a
very smple one, and it more or less explains
itsdlf.

Most of us in this room have lived in
one lifetime through severa ages. We were
born in the machine age, went into the
atomic age, jumped from that into the elec-
tronic age, from there into the thermonuclear
age, and we are now in the space age. But
we do not even know the language of the
atomic age yet.

For the human mind to comprehend
what has happened in the five ages we have

lived in the span of a single lifetime is more,
perhaps, than any of us can accomplish.
But we can at least try to organize dl of the
new discoveries and information in a way
that will make these things available to help
people when they need the benefit of them.
So, one of the things the President's
Committee did was to say, "Let us try to
establish an information center; let us take
advantage of the fact that there are more
scientists aive and working today than ever
existed in the history of mankind up to this
time. Let us collect their findings, let us use
the transistors; let us use the electronic im-
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Six Areas
Of Concern

pulse; let us put the computer to work; let
us have our own memory bank for the mern+
tally retarded.”

And so, this very simple proposal, one
of the ten which we made to the President,
is that we create a national information
center to help in this great work. So that you,
wherever you may be, whether your interest

in menta retardation is a personal and family
interest or stems from your community activi-
ties, will know where to write, will know
where to go for information, for advice, for
guidance. So that fewer and fewer people
will experience that terrible moment of not
knowing what mental retardation is or
means, or where and how to find out.

PUBLIC AND PRIVATE PARTNERSHIP

LEONARD W. MAYO

Taking to this group on the subject of
public and private partnership is redly bring-
ing cods to Newcastle because, in the last
decade, the standard of the National Associa-
tion for Retarded Children has been raised
high many times n the battle for effective
partnership between the governmental and
private sectors. How this happened makes a
fascinating chapter in the development of
health and welfare services and education in
the United States. Y ou began with a vision
of changing the nation's attitude about the
retarded, putting down your roots in the
soil prepared by the American Association
on Mental Deficiency, you mixed popular
appea and scientific knowledge with your
own commitment and concern and created a
thrust that has few paralelsin our history.

You have developed a relationship be-
tween the private sector and the public forces
which has great leverage, but the full poter+
tial has not yet been realized. There are six
areas of deep concern in the United States
in which this partnership can be more effec-
tively used than it has been in the past. |
shall mention them very briefly.

| mention first the chalenge of the con-
quest of decadent city areas, the dums, and
ghettos. In most cases it is no longer possible
to delineate a definitive divison of labor be-
tween the function of the private sector and
that of the public in mental retardation.
Thereis scarcely asingle function in the field
of retardation which cannot and has not to
some degree dready been performed by both
sectors.
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But in attacking the problem of the
ghetto, there is thus far a sharp divison of
labor which can only be described as unfor -
tunate. Except for ardatively few concerned
individuals and voluntary groups here and
there, only the public sector is fully involved
in the problems of poverty, illness and in-
equality that combine to plague the poor. In
many cities, the private sector has amost
given up any extensive and significant work
in these areas.

Actually, the private sector has a critical
responsibility to kegp on working in the dum
areas—to provide clinics and recrestion facil-
ities, to develop day care services, and to
offer consultation and casework services.

| have never been sympathetic to the
argument that, because a child cannot be
in an adegquate environment 24 hours a day,
he should not be given some taste of a good
environment for a few hours a day; because
an individua cannot be in a warm bath 24
hours a day, he should not give up bathing.

The private sector must also exercise the
ancient biblical injunction to bear witness.
Evidence of need must be presented to the
key groups—in government and out, in our
communities, our states, and nationally.
Most governmental groups want the testi-
mony and witness of private individuals and
organizations who are concerned about the
individud in our society.

Secondly, legidative activity is a prime
area for the joint forces of the public and the
private sectors. You have established an
effective relationship with the Congress for



which you need the continuing support of
those of usin the private sector.

Third, | am glad to note that NARC
is addressing itsdf this year with renewed
emphasis to raising the level of residentia
care of the retarded. Most of the large res-
dentia ingtitutions in the country are under
public auspices, but nearly al of them have
advisory boards made up of private citizens.
Here is an opportunity for the private sector
to approach those private citizens on the
boards, to approach state governors and state
legidators bearing witness to the urgent need
to raise residentia care in this country not
only to a decent but to a high level. Other
countries have done it; so can we.

Fourth, the area of specia education.
We need more effective teamwork here than
we now have. We need to draw in a power-
ful group within the private sector that has
not yet been involved. With afew exceptions,
of which the Joseph P. Kennedy, Jr., Foun-
dation is the most notable, the private foun-
dations have not yet made substantial invest-
ments in the prevention of mental retarda-
tion, in the education of mentally retarded

children, or in research devoted to learning
problems, dl of which are essentid to im-
proving specia education.

Fifth, job training and preparation for
employment. Here, we must draw in another
portion of the private sector which is only
beginning to make its presence felt in the
field of mental retardation—rprivate business
and industry. The President's Committee
is interested in this and wants to work closely
with you in developing a greater interest on
the part of private employers in rehabilita-
tion and job training.

Findly, it is important that private dol-
lars from foundations and business and in-
dustry and individuals be invested in al
aspects of research; finding out more about
the basic causes of mental retardation is
esentid if we are going to find some of the
answers to questions that still haunt us.

A srong public-private partnership is
essentia to the further development of the
mental retardation program. It needs and
deserves our total investment and full

support.

BETTER INSTITUTIONAL PLANNING

MRsS. HUBERT H. HUMPHREY

It is a wonderful opportunity to appear
with the members of our committeg, who are
from al waks of life, twenty-one members
representing al segments of the nation, all
devoting their time and energies to this very
deep and perplexing problem we al are so
personaly close to.

My subject this morning is one that has
been uppermost in our thinking and much
of our discussion of the past few days. But
it's not been uppermost in our minds only
through those days. It is firmly a part of
everything we do in thinking and planning
and talking about the retarded person.

Better ingtitutional planning and res-
dential facilities present a real challenge at
this time because we know so much, we have
so much information, but where do we go
with it at this point?

Raole of
Private Busines:

First of all, like a good student, |

11

thought | would look into the background of
institutions and see where we came from,
where we got the idea, where we started first
of al in the field of menta retardation. So,
I'll start with "Once upon atime."

In 1836, a man by the name of Johann
Guggenbuhl was passing through the village
of Sedorf in his native Switzerland. He
encountered a person he described asadwarf,
crippled, cretin, of stupid appearance, recit-
ing the Lord's prayer at a wayside crossing.
He followed the man to a nearby shack where
the man's mother explained that she had
taught the prayer to her son during his child-
hood without much difficulty. Since that
time, he had prayed at the crossing every day
a the same hour in any kind of weather. She
also explained to Dr. Guggenbuhl that, be-
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cause of their great poverty, there had been
no further chance for education. Her only
alternative had been to sit by and watch him
deteriorate from year to year.

Dr. Guggenbuhl, because of his back-
ground and training, was inspired by the
thought of the better chance at life that this
man and others similarly handicapped might
have had with regular and thorough training.

He gave up his small medical practice
and concentrated on finding a cure for
mentally defective people. With the backing
of the Swiss Association for Natural Sciences
and a donation of 40 acres of land near
Interlaken, Dr. Guggenbuhl established what
is known to be the first residential facility for
the teaching of mentally defective children.
It was called the Abendberg.

A man of tremendous energy, Dr. Gug-
genbuhl traveled widely to learn all he could
about retardation, at the same time explain-
ing his own work in the institution of Abend-
berg. Many people came to visit at Abend-
berg, and they would return home with
glowing reports and anxious to establish
similar institutions for the retarded in their
own countries. So, this was the beginning,
the very first institution for the retarded in
the world.

Dr. Guggenbuhl's fame, however, was
short-lived, and there's a lesson to be learned
here. It very soon became obvious to his
followers that he ocould not cure retardation.
Moreover, during his frequent and extended
absences from the Abendberg on speechmak-
ing tours, many abuses developed and be-
came widely known. Nevertheless, his efforts
had already resulted in inaugurating in
Europe an institutional expansion which, in
the following decade, was to encompass the
civilized world.

A contemporary writer, assessing his
contributions, stated: "Guggenbuhl seemed
to sense that time was ripe for more than
just founding a school. He thundered his
message and started a movement."

The second half of the 1840's and the
following decades witnessed the opening of
one institution after another. As his counter-
part, the French Sequen, put it once, at
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certain times a full race of men has con-
templated the discovery of truth and seemed
to arrive at once at a certain point.

| hope that we in the 1960's, some 120
years after the first institution for the retarded
was established, are at the point at which the
thundering of the message on the needs of the
retarded in residential facilities will bring a
response from the minds and hearts of our
people and will result in improvements we
all seek.

| find little controversy in the general
philosophy of any such message conveyed.
Many articles and pamphlets are coming
through loud and clear. It is true we heatedly
debate the number of persons to be served,
location, the small versus the large facility,
the terms that should be used to describe
institutional activities, architectural stand-
ards, personnel ratios, and it is important
that we do. But, basically, | find in our
country and in other parts of the world that
our common goal, on which there is negli-
gible debate, is simply to eliminate the so-
called institutional character from our
facilities for the retarded. Perhaps in the
process, we should eliminate, as many have
recommended, even the word "institution"
as well. "Institution" has always conveyed
to me, and | find it does to others, a rather
sterile, militant, isolated, crowded environ-
ment which is not conducive to preserving
the cherished human personality or providing
for its growth. | respond in the same manner
to the use of the words "insane asylum" or
"home for feebleminded and mentally ill."
Thank goodness, they are seldom used now.

What we must remember, in @ntem-
plating the nature of residential facilities, is
that we are providing for what may be a life-
time home for fellow human beings, and that
home should provide as completely as pos-
sible an opportunity for fulfilling personal
contacts, for the realization of individual
potential .

The activities in that home should
center, as frequently as practicable on the
individual, rather than always on the group.
The home should be built and planned not
to separate, but to integrate the retarded in-



to the community. It should not be just a
human repodtory.

Smply summarized, then, our over-al
god is to create in indtitutions as normal a
living pattern for the handicapped as
possible. It has been reassuring to find in my
travels here a home, as well as in other
countries, that ingtitutional living need not
mean permanent separation from family.
Facilities can be constructed in a manner
which preserves parental and community
contacts and encourages normal living and
isflexible through life cycles of the patient.

The time is at hand for our Presdent's
Committee and for the National Association
for Retarded Children to set in a dynamic
and meaningful way the direction we must
take in providing the care and training that
are rightly due our retarded citizens. It is
high time that we set more specific guidelines,
particularly architectural guidelines for
residentia facilities. Architectural guidelines
are absolutely necessary to begin. We start
from there. | would even go so far as to
recommend that we set cbwn our goa and
ideals in blueprint form. A home starts with
a blueprint. The philosophy of the life of the
people that goes into it comes alive in that
form and then later takes fulfillment in dis-
cussions and changes that are made in it
before it ever a becomes a building, but, of
course, the actual form it takes and usage
come from people who will live there and
work there and play there.

There are two basic needsin considering
residential facilities at this time. The first
one is the one that is most fascinating to al of
us—a new building. Any new condruction
requires especially careful consderation. Let
us not ever repeat the bad habits of the old
ones.

When | was in Europe to attend a meet-
ing of the International Association for the
Scientific Study of Menta Deficiency, in
September, | made a specid side trip to Den
mark to see their residentia homes. | asked
particularly to visit the newest and the best
of that country's facilities. The homes for
the retarded that we visited there were closely
accessible to metropolitan areas.  They were
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generdly in reddential neighborhoods. They were
smaller in size and enrollment than many of our
facilities. They were clean, sparkling, and beautifully
kept. They had succeeded in attracting many youthful
employees. There was strong emphasis on indi- Privacy
vidua privacy, on providing space which And Space
was regarded as belonging to one person aone. |
haven't time today to go into detail becausetherewereso
many interesting things that we found.

My generd impression, though, was that
the homes had been planned for the max-
imum comfort and development of the oc-
cupant. Architects had clearly understood
the unique requirements of the retarded and
had attempted to meet their various needs
in a creative manner.

| have seen facilitiesin the United States
that are equally impressive.

Our second need is the big one and the

tough one. We must take a long, hard look
a the state indtitutions as they exist now and
prepare recommendations for their conver-
son. Let us seek the most efficient and
economic way to adapt them more success
fully to current requirements, care and treat-
ment of the retarded. If we had our choice,
| know we would just bulldoze some of these
old institutions down, do away with them;
I'm sure that the states and the local com-
munities would like to do that, would like to
start fresh and new. Maybe this would be
more economical in the long run. The ques-
tion is one we need to find out.

In considering both theold and new  Time Must Be
facilities, it isvital that guiddinesreflect our  Considered
best study and thought. However, we must remember
that building is proceeding and will not necessarily wait
our findings. Therefore, time is afactor to be considered
inour deliberations. Let's seeto it that new facilitiesand
buildings aren't obsol ete before they come off the drawing
boards.

While we must aim for perfection in
preparing standards, we must also realize that
it is easy to fall short of our ideals. Neverthe-
less, this doesn't mean we shouldn't go ahead.

We know that the President's Panel on
Mental Retardation came up with specific
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suggestions on facilities that have perhaps
been overlooked and not always fully utilized.
NARC has also given us direction over the
years, and | especidly want to compliment
you this year for inviting the architects to in-
sist on better planning.

| should perhaps conclude my remarks
with a statement that is sometimes flashed on
the television screen at the beginning or end
of a program, and this is exactly what |
should have said perhaps in the beginning,
that the views stated are my own and not
necessaily reflecting those of the sponsor.

I've been reluctant to speak on the sub-
ject, realizing fully that to achieve the best

facilities requires the thought and delibera-
tions of many, many persons. | think what
Dr. Aldrich referred to as structure and func-
tion is what we want to emphasize, though.

Doesn't it al boil down perhaps just
to this: Isn't our real goal the happy and
proper placement of each and every retarded
person in a home, his own or perhaps a place
somewhere ese which is suited to his own
individual needs and requirements? | think
we ought to emphasize the finding of every
retarded person and making sure that he is
in a proper and happy home.

| do hope that | have challenged you to
act. Let's get our ideals and godls off the pad.

THE FUTURE

DAvVID B. RAY, JR.

In trying to sum up, | don't think any of
us can look in a crysta ball and say that the
future of the mental retardation movement is
thus and so. We have tremendous resources
over the country, but there are certain things
we need to do to make the future bright.

Number one is to talk to others—and
not just to retarded children association
groups, not just to Jaycees, and not just to
Clipped Wings chapters, but aso to other
groups such as business associations, labor
groups, and civic groups throughout the
country that we need to involve in helping
solve the nationa problem of mentd retarda-
tion.

Number two is to zero in on the prob-
lem of mental retardation in the nation's dis-
advantaged areas, both urban and rural.

Number three, we must define the target
areas for action and set up priorities. Many
times we ask others help on mental retarda
tion needs, but don't say in simple and
specific terms what we want them to do.

The Advertising Council's national
public service project focusing on menta re-
tardation terminates at the end of 1967.
While mental retardation will be included
in the succeeding Ad Council campaign on
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the handicapped, NARC and PCMR, to-
gether, dong with other groups, will need to
devise ways of keeping the public's specific
awareness of the mental retardation program
at the high pitch achieved during the past 3
years. We will need carefully thought-out
help from many communications and infor-
mation media specialists.

Number four, we must accelerate and
improve our grassroots operations. This is
where the retarded are located. Thisis where
the action is.

Number five, we must gather and con-
vey correct information on retardation inck
dence and needs to state legidlators and U.S.
congressman, to state governors, to mayors,
to city council members, to school board
members, to al the key people at strategic
stationsin our way of life.

Sixth, we are going to have to solve
the manpower problem. It's number one
throughout the country, and its solution de-
mands bold, imagination thinking about jobs,
functions and people resources.

Seventh, as Mr. Beirne has pointed out,
we must davise methods of passing on infor-
mation scientificaly.

Lastly, we must keep up to date on the



changing world, facing up to the tough ques-
tions in our field that have both mora and
ethica implications, staying flexible, keeping
our pioneering spirit, our enthusiasm, our
dedication, keeping ever in view the red
needs of the mentally retarded and how these
can best be met.

The future is great. The President says
0. NARC says s0. The Presdent's Commit-
tee on Mental Retardation says so. | think
each of uswould sav s0. But to make it so,

each of us has a chalenge and a responsibility
to fulfill regardless of his location, level or
role. It might be the federal or state or local,
or private or public; it might be big, it might
be small; it might be fancy, it might be plain.
But there's a place and there's ajob for each
of usto do. There are tools to use right now,
and the time to start is now.

The reward of the future will unfold
with rich dividend for the retarded as each
new tomorrow is born.

The President pledges his support in the campaign against mental retardation
to Or. Robert A Aldrich, PCMR vice chairman.
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